Background: Hidradenitis suppurativa is a complex and infrequent autoinflammatory disease that impacts on quality of life. Its pathogenesis is not fully understood, which limits the development of curative treatments. oBjectives: To evaluate clinical and quality of life aspects of hidradenitis suppurativa patients from a social group on the Internet. Methods: A cross-sectional, Internet-based survey study among participants in a discussion group (Facebook) of individuals with hidradenitis suppurativa. Patients were asked to answer a questionnaire about clinical-demographic aspects and quality of life (DLQI-BRA). results: A total of 390 individuals agreed to participate in the study, 82% of them female, median age (p25-p75), of 31 (25-37) years old, disease onset at 15 (13-23) years, family member affected in 20% of cases, overweight ) kg/m2 and severe impact on quality of life ). Regarding Hurley's classification, the participants provided information that enabled classification into: I (19%), II (52%) and III (29%). More severe cases were associated with males (OR = 1.69), higher weight (BMI: OR = 1.03) non-white color (OR = 1.43) and higher frequency of other autoinflammatory diseases (OR = 1.37). study liMitations: Voluntary adherence survey with self-completion of the questionnaire by 390 from about 1600 group members. conclusions: Hidradenitis suppurativa patients who participated in a social network group had onset of the disease after puberty, with a predominance in females and overweight people, with great impact on the quality of life.
INTRODUCTION
Hidradenitis suppurativa (HS), acne inversa or Verneuil disease is an autoinflammatory, debilitating chronic disease that progresses with recurrent and hard-to-treat papules-nodules, pustules, abscesses and fistulas. The lesions are predominant in areas that are rich in apocrine glands such as axillae, inguinal and anogenital region. 1, 2 Its diagnosis is based in three mandatory clinical criteria: typical lesions, typical location, chronicity and recurrence. 3, 4 International estimates for the prevalence of HS range between 0.3% to 1% of the general population, being most frequent in women (2-3:1). In Brazil, the estimated incidence is of 0.41%. The first symptoms appear after puberty (90% after 11 years of age), with a higher incidence between 20 and 30 years of age.
occlusion tetrad), cardiovascular disease and inflammatory bowel disease (Crohn's disease). Due to the symptoms, physical limitations imposed by the disease, frequent recurrence of the lesions and involvement of patients of childbearing age, HS greatly impacts in the quality of life, increasing suicide risk. [8] [9] [10] There are few epidemiological studies in Brazil characterizing patients according to clinical and demographic aspects and to the impact on the quality of life. The territorial extension of the country and patient dispersion between multiple specialties (gynecology, plastic surgery, proctology, and dermatology) make the study of large series of cases difficult.
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The Internet enabled new methods of collection of multicentric clinical data, characterizing a way of knowledge and technology production where people from different locations can offer their services, observations, knowledge and intelligence for the development of products or the study of some areas of knowledge voluntarily.
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The objective of this study was to describe and analyze clinical and quality of life aspects of HS patients participating in a Brazilian discussion group about the disease on Facebook. The sample was initially planned to satisfy a multivariate model with up to 14 covariables according to the adapted formula of Freeman, with a minimum of 300 participants in total. 21 The online form was developed with the web Google Forms With the multivariate analysis, the earlier onset of the disease was directly and independently associated to female sex and to more severe disease (Hurley in the number of affected regions) (Table 5) . Table 6 shows the factors associated to more severe HS.
METHODS
There was a significant and independent association with male gender, self-reported nonwhite skin color, overweight and other auto-inflammatory diseases.
A higher impact in the quality of life was independently identified among patients who self-reported as nonwhite, having other autoinflammatory diseases, family history of HS, smokers, large number of affected body regions and more severe clinical lesions ( Table 7) . The largest epidemiological studies in HS come from hospital cases, subject to selection bias. Our results support the literature regarding the factors associated to increased severity, and also highlight the importance of early diagnosis and treatment, in order to minimize sequelae. 31 In Brazil, low family income and schooling are also associated to nonwhite populations. [32] [33] [34] [35] Specific designs should be developed to explore these aspects linked to HS.
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HS clinical manifestations appear after puberty, usually between the second and third decades of life. Cases of earlier onset were associated to female gender and to more severe disease (Hurley and number of affected body regions). These data confirm the results of international case series, except for family history of HS which, in our sample, was not associated to an earlier onset of the disease. [36] [37] [38] [39] Many variables indicated the influence in the perception of quality of life ((QoL) in HS patients, suggesting that different life dimensions could be involved in the process of perception of the distress caused by the disease, besides clinical and symptomatic representation. QoL scores in patients with severe HS are usually higher than in other skin conditions and also higher compared to patients with clinical conditions such as malignant neoplasms, Parkinson's disease and stroke. [40] [41] [42] [43] [44] The multivariate spatial exploration allowed for a broad evaluation of the correlations between the different variables studied. The perception of impact in the quality of life followed the grades of severity of HS which, in turn, were correlated to inflammatory aspects, hyperinsulinemia, family history and race (nonwhite). These findings reinforce the concept that HS is a multifactorial disease, dependent of the genetic background and triggered by endocrine and inflammatory aspects. [45] [46] [47] [48] Studies with nonrandomized samples disfavors the estimation of the prevalence of the disease in the population or even of the variables studied, since the proportion of cases with different severities might not represent the fractions found in the population.
Moreover, social media-recruited surveys can inflate severe cases of the disease. However, as with other cross-sectional studies, internal comparisons among subtype variables can be estimated, with limited inference in the population.
Self-reported surveys are also susceptible to the loss of accuracy of information and the inability of confirming their authenticity. It was up to the authors to develop an intuitive questionnaire and, at the end, identify cases of duplicate or inconsistent forms that could lead to loss of quality of the analysis. Still, it is one of the largest series of cases of HS ever studied, whose observed clinical features and associations are compatible with the literature. 
CONCLUSIONS
Hidradenitis suppurativa patients that participate in a social media group developed the disease after puberty, had a predominance of females, overweight and a marked impact in the quality of life. Recruitment of participants in social media can be a source of relevant scientific information, particularly in less frequent diseases. q
